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O^t' of the mojit substanttnl responsibilities of the prbfeasibhal 'Wdrkjfhg 

with aovelbpiriontally disnbicd children is ttic counseling of parei>ts nnd other 

family members after the tnitiai diagnosis; Is made. Because of its extreme 

complexity, autism prescntis a special set of problems in such counseling. Al- 
CIS . 

though they may have extensive training in certain diagnostic techniques^ many 

professionals are inadequatjily prepared in effective metihods of helping par- 
entci understand what autism means for tiieir child and tfre family. The task 
become^; even more compltcated tn interdir.clpl inary settings whore a number of 
; 'staff members with diverse degrees of experience and training in autism may 

be involved in the diagnostic evaluation of the child and subsequent counsel- 
ing of the parents. In traiiiing settings, the trainee (e.g., pediatric resff^ 
dent, j>sycholbgy intern, special education student) might find himself or her- 
self 'p^'ii't iclpat ing in the initial counseling session with Inadequate training 
* or experience, often leaving the parents beluddled and frustrated. 

Parents j^ist if ia'bly consider the inf^r^ming interview the cuLminatlon of • 
^an often lengthy search for answers to questions they have about their child. 
'Many have gone from one specialist to another to be bedazzled by a variety of 
labels, such as "mentalLy , retarded" , "emotionally d-isturbed", "brain damaged",' 
"aphasic", or "atypical". Then, when their child is finally diagnosed as au- 
tistic, tfiey naturally want professional help in, understanding the problem ancT^^^ 

f " 

^ assuring that the child gets the most effective treatment program. The parents 

'i^ have a right to know what tho" eval/uatlon ^cvcnls .about' their child's abllittes, 

^ • rrobleffls, and potential; prof essioijnls', in .turn, have the ■^responsibility to com- 

X ^ <. municato the cvaJtUTtion results nnd recommendations in understandable and asable 
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terms. 

Instead of receiving syrnpathetic help, however, parents of an autistic 
child sometimes find themselves the victimis of certain a priori assumptions 
held by many prof essidnals — assumptionjs;^about their own personality and its 
crucial role in causation of autism. These parents have discovered that many 
prof essionals tend to assume automatically that if a disorder has strong *'erao- 
clonal" components then it is necessarily the result of a disturbed social en** 
virdnment, particularly the environment provided by the mother in the first 
>lears of the child's life. In his excellent article on counseling parents of 
the autistic child, Schopler (1976) refers to these "myth beliefs" about child 
rearing, beliefs perpetuated in our society by professionals whose conclusions 
are based more on theory than empirical evidence. Fortunately ^ within the past 
decade or so, research has changed our thinking about the naturS and cause of 
autism; and prof-essionals should be familiar with these changes before attempt- 
ing to counsel parents. 

in this paper i offer some guidelines for counseling parents whose child 
has been diagnosed as autistic. While the paper focuses oh the initial inform- 
ing interview, much of the material also applies to follow-up counseling of par- 
ents and other family members. Before presenting these guidelines, however, it 
seems appropriate to discuss two preliminary topics that bear upon counsel ing: 
the need for careful diagnosis of autism* ahc^ changes in thinking regarding au- 
tism that have occurred during recent years. 
Need for Careful Diagnosis 

Unless a careful diagnostic assessment has dietiermined that the chiid meets 
^he criteria for autism, the diagnosis, of course, should not be conveyed to the 
parents. The symptoms of autism may appear 'in different degrees and combing- 
tions in, children with other disorders arid handicaps. These children, while 



falling to show the fail constellati^S of symptoms^ might be classified as 

autistic on the basis of one or two lisdiated features (for a detailed dls- ^ 

cussion of this problem, see Morgan^ 1981). Further^ the terms "autism*' and 

"autistic" have come into such vogue in recent years^arid have been bandied so 

glibly in professional circles that many cliriiciaris are probably primed to jump 

to hasty conclusions arid apply the diagnosis too readily. ^Leading scholars in 

" ___ 

the area of autism, such as Kanner (1969). Rimlarid (1971) , and Wing (1976), ' 

^ . p__ 

have strongly urged that the diagribsis of autism be carefully determlnfed. They 

think that parerits have been misled^ treatment misguided, and research issues 

clouded by iridiscr Imlnate use of the term "autism" and by lumping it with othdr 

m- " ' _ - _ - ^ ' 

conditions that may show overlapping sytnptdms. 

The lack of ' agreement in the diagnosis of autism is, of course, related to 
the divei^sity of definitions used by diagnosticians. eiirilclans may differ^ 
widely in the criteria they use in determining whether a child Is to be dlag-- 
nosed as autistic. Freeman (1977) and Freeman and Ritvo (1977) have done com- 
prehensive reviews of the different diagnostic systems and have discussed the 
confusion Involved in their Use. Some researchers have atrempted to alleviate 
some of the cbrifuslori by developing .objective checklists and rating scales of 
symptoms and behavior. Rltiiland (1964), fo^ .example, has developed a detailed 
diagnostic checklist that has been used extensively in yjresearch bri autism. 
This checklist, however, may be too lengthy for typical clinical use. A more 
practical scale has been developed by Schopler and his associates {?lth the 



TEACCH program in ^Jorth Carolina (Relchler S Schopler, 1976). The procedure, 
called the Childhood Autism Rating Scalfe, provides a structured basis for eval- 
uatirig the cljild's behavior and yields a psycho-educatidnal profile of the 
child's functioning that can -be used for treatment ^atid education. . 
For initial diagnosis in clinical sett^^rigs, perhaps the most widely used 
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and accepted set of criteria fb-r^utt^m ~ai^ those'dut lined in the recently pub- 
lished DSM-llt rDiagnos^4^^ftd^tattsrtcal ^aRual of Men tal Disbr^e^. 1980);^ 
tiiis manual lists autism under the general category of pervasive developmental 

disorders ; these disorders, which consist mainly of what has previbUsiNir been 

: /; i-f , - - - 

called childhood psychoses, are characterizes bv marked dtstbrtions in the tim- 
ing, rate, and sequence o^-majuc-basic psychological functions. The DSM-ITT def- 
inition specifies the following six criteria for infantile autism: 

(a) onset before thirty months of age; (b) pervasive lack of ^ 
respbrisiveness to other people (autism); (c) grbss deficits 
in language development; W) if speech is present , .oecaiiar 
speech patterns . . . ; (e) bizarre responses to various as- ^ 
^. pects ofthe environment; e.g.. resistance to change, pecul- 

iar interest irTor attachments tb animate or inanimate objects; 
• " " (f) absence of "delusions, hallucinations, loaning of associa^ 
tions, and incolierence as in schizophrenia (}p . 89-90). 
Because autism is an exceptionally complicated dis9rder, an interdisci- 
plinary teai* of specialists is often required for a complete assessment, which 
should cover physical, social, and psychblbglcal dimensions. A physician, such 
as child psychiatrist, pediatrician, br pediatric neurologfst , .should be in- 
vblved to assess the medical -aspects. A soclai worker or related specialist 
shauld- do a careful study of the social history and family milieu. A psychol- 
ogist should conduct a thorbugh evaluation of the child's cognitive and be- 
havioral functioning. Other specialists, such as speech pathologists and edu- 

" cational diagnosticians. Can often contribute to the assessment; 

I _ _ 

Recent Changes in T hinking about Autism 

IS preparing for crbunseltng of parents of the autistic child, one should 
bi familiar with the changes in thinking about autism that" have been prompted 
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by recent research. An understanding of these changes is critical to cdrivey-r 
ing the nature of the disorder to parents ^ responding to their questions, arid 
'dealing with their embtibrial react ions ^ such as guilt. y 

Until the 197es autism was still regafd^d by many prof essidnals as a psy- 
Qhbgenlc emotional disorder which secondarily affects cognitive functioning. * 
During the 1970s, however, some substantial ^changes in thinking emerged regard-, 
ing autism— changes which cast a different light on the cause and basic nature 
of the disorder. Firsts more and more evidence suggests that ^autism is more 
consistently associated with organic rather than psychosocial variables (DeMyer^ 
Mingtgen, & Jackson^ 1981; Piggott, 1979; Rutter & Schopler , 1978). Second, in 
the eyes of most re'&earchers , autism is rid longer viewed as an emotional dis- 
order but as a developmerital disorder. As noted %tove, the DSM-III (Diagnostio 

' _ _ _ _ __ ..... . ' r __ 

and Statistical Manual of Meri ^l Disorders , 1980) categorizes autism as a per- 
vasive developmental disorder; further, the U.S. Office bf Special Education 

^ * ' 

has recently moved autism' from the "severely emotionally dl^urbed" category to 

a special category (Natidrial Society f or '^istic Childreti, 1980). Also reflect- 
ing this increasirig developmental emphasis was the 1979 change in the title of 

the Jo urnal- of Autism and Childhojod Schizophrenia to the Journal o f Autism^ arid. 
— ' — ' — f 

Developmerital Disorders . Third, ^ growing body of research suggests that tjie 

cdgriitive impairment in autism is at least as basic as th^ affective disturbance 

(DeMyer, et al., 1981; Morgan, in press).' . 

The changes just noted reflect a definite shift tdward the view that autism 

is^a developmental disorder in which cognitive variables play a crucial role. 

Other changes relate to the alterations in the def iriitidri df autism that have 

^ . _ _ . 

evolved since Kamier*s (1943) original formulation df thie syndrome. " Despite the 

t; / 

intensive research scrutiny to which autism has been subjected over the years, - 



kanner'S original behavioral syndrome has survive^ iri fairly intact form. The 

8 
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changes in deflhitidh that have emerged relate more to kanner's inferences 

about, the disorder than to^hiis actual djescription of behavior. The major ai- 

^ _ - . ■ . 

toratioh^ based bri Idng-tetm research with autistic individuals, concerns Kan- 

her's inference that autistic children have "good cognitive potentialities" 

(Kahher, 1943), Another change involves the assumption that autistic children 

are rieurqlogically sbunci, an assumption that ired to the exclusion of children 

with kribwri brain damage from the diagnostic category even though all behavioral 

features bf 'autiism Were present. 

The two assumptians regarding potentially normal intelligence and absence 
of brain damage have been until recently implicit criteria in the diagnosis bf 
autism. However, recent definitions of autismi such as those offered' in the 
DSM-III and by the National Society of Autistic Children (Ritvb & Freeman, 1977), 
make no reference to normal intelligence or the absence of neurbpathblbgy . Au- 
tism is assumed to occur at all levels of intel^^ence with br without demon--^ 
strable .organic pathology. In shoft, autism can cb-^e:tist with mental retarda- 
tion and organic conditions. 

The exclusion of any stipulation of nbrmal £:dgriitive functioning is based 
on long-term ''research which indicates that most autistifc individuals display 
:sabstantial cognitive impairment t:hat persists throughout their lives (Morgan, 
in press). A number of investigations have shown that although the level of 
functional inteliigenc^ may vary greatly in autistic children, most function 
within the retarded range (Ba^Lak S Rutter, 1976; DeMyet , 1976; Rutter , Bartak', 
& Newman, 1971). About 60% bf autistic children have IQs below 50; 20% fall 
between 50 and 70; and bnl^ 20% have IQs of 70 or hiihe? (Ritvo S Freeman, 1977). 
Further, mounting evidence indicates that the intellectual level remains Stable 
throughout the lives of most autistic individuals ^ with about 66 tb 75% cbn- 
tinuing tb function at retarded levels (Ornitz S Ritvo, -1976; Rutter, Greenfetd, 



S tockyer j 1967) . - . 

; AithdUgh many autistic children may present no demonstrable organic pathol- 
ogy > it . has* been shown tKat the bchaviorai ^yndronfe ^ii'l develop from -a number 

. ' ' • -•- ' ^ 

^ of diverse neuropatholc)gicat con^itlions such as phenylketonuria, congenital ru- 

" ' » '* 

hella, tuberoas sclerosis, lead intoxication i ariS 'congenital syphilis " (Pt^gTdtt ^ 

1979; Rutter, 1979), further, recent studies haVe reported more ^igtis of heu- 

rologicai dysfunction iri autistic children t^ah were hoted in earlier studies; 

in fact, these dysfunctions become mbre apparent as the children ^row^^dldery 

^ > _ _ • _ _ _ _ _ . _ ' .V ._ ' 

^ven in those children who originally showed ho sucb prbbleins (Cf^aK, ,1^63; • 

»* _ f_ . _ _____ __ _ * 

Rutter, 1970; Wing, 1976)- For example^ the- pe^rCent of these children who have 

abnormal gEGs is significantly higher than ^nc.e suspected. As th^y- grow older 
and enter adolescence and adulthood^ about c^ne^fourth dr more develop convulsive 
or seizure disorders (Rutter , a970) , Althpi^gh most autistic chilclren exhibit 
ho> gross neurological Pirbblems, many may shcjw one or more sd-caii^d "soft" neu- 
rological signs euch incbdrdinat ion, reflex anomalies, strabisinu^ f"cross- 

_ _ _ _ ■ _ ; _ _ _ _ 

^ye**) i or poor muscle tdhe (Orriitz & Ritvo^ 197 6). • 

iffeseorecent changes in thinking about autism should be kept in inind by 

the cbunselbr as he dr she helps the parents gain a realistic understanding of 

the disdr(Jef , 

^ ___ ' * 

G gi va^in^ an Undgr s t^ j^ tn g of Agt ism 

V In order to facilitate the parents' Understanding of autism an<J tb ehllst: 
their vital aid in the treatment of the child^ the cbunselor must first offer 
the parents help and understanding- Rathe^ than Implic^tNihg the p^irents, inten- 
sifying their guilt, and recoiranendlng therapy for their presumed personality 
probiems, the professional should provide realistic inf brmatibn, practical guid- 
ance, and supportive counseling to help the parents, in rearing th^ij: autistic 
Child i . ' ^ ^ ^ 

T § "2 



If at aii possible^ pian^ should be ^ade to discu^ps the 'diaghosi s of au- 
tisin with both parents together; this avoids the problem of on^ parent having 
to assume the responsibility for interpreting complex findings to the other 
and for dealing with th^ initial reactions of the; other. ThisValsb gives the 
parent's bppbft unity to provide mutuaL support when presented with sometimes 
""^Slst-^irbihg; inforrnacibn. The counselor can also observe the interact Ibn be^ 
tween the parents within the stressful situation. bf being faced with the diag- 
nbsis of autism in their child. In some cases ^ it might be appropriate or even 
desirable 'to include irt the ihfbrmirig sessibri bther family members* such as ) 
siblings arid grandparerit\ * ""or to schedule lafer sessions for them. 

•In interdisciplinary sett.tngs the informing sessibri ust^ally irivblved mbre^ 
than one bf '^he members bf the diagribstic team. Selectiori tif representatives 
f rbm. apfirbpr iate discipliries is impbrtarit xri plaririirig the sessibri "and should 
be relevant to the child's problems. Each disciplirie has certairi primary areas ^ 
of expertise that may apply tb a giv^n chi}.d. If there are significant physi- 
raj, fihdirigs arid recbmmendat ibrisi regarding tftedication, for example, a physician 
should be irivblved; if there ate anticipat^ questions regarding cognitive 
strengths and weakriesses, a •psychologist should participate, and so on. The 
members of the irifbrttiing team, despite differences in basic areas of ^expert- 
ise, share the cbnmion task of comntinicat trtg to the parents what the di&gnosis 
of autism means iri a particular child. ^ ^* 

there is a danger of having too many persons pStticiVeting ^ the inform- 
ing session; the parent's may feel tfireatened or overwhelmed by<the number of 
people and diversity of infqrmation. In most cases, .two members of the diagr 

_ . ____ _ _ • _ _' --- 

^dstic team ca^ handle the interview quite well if their selection is carefully* 

% ■ __ . ' 

based on the individual findings and needs of the given case. If there is a 

great 'deal of specialized information requiring various professionals to talk 
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with the parents, additlbriril scaslbris itilght be held; 

Interpretation of iutlsm to parentf4 should be both roaliattc and cautlbus. 
Autistic children represent dlf'ferbnt meai3ure3 and bletida of syroptomsi and each 
child ±s an individual with a unique slp^^behavtarSl trn'its even though, he 
shares conmion symptoms with other autistic children. Terms like "autisf (a 
noun used to refer to an autistic' irtcltvldHaI)shoald bo avoided since they nat- 
urally offend parents. Such a term presents the child as a label or diagnostic 
entity, thereby destroying the child's individuality. Although the terras "au- 
tistic", or' ••autism" should certainly be upid If the child fits the criteria, the' 
counselor should strive to present 'the child 'as a unique person who happens to . 

have autism. : . ' * 

■ 'Autistic children vary widely irf the degre^e ani type of sytnptoraatDlogy pre- 
sented. One i:hi^^ay be abj* to speak, while another may be mute,; one. may show 
an intense resistance .to change while another may be 'only mildly upset with 
change; and so on.* A rating scale of autistic behavior, such as the TEACGH 
Chlldh6od Autism Rating Scale (Reichler & Schopler, 197,6).can serve as the ba- 
iis for interpreting to the parent s ^part Iculaf prof lie " of autistic behav- 
iors presented by their child. The' prime feature of 'aUt iSm— the one that dis- 
tinguishes it most salientiy frora other developmenta^^disorders and that most 
disturbs the Events— is t^ inability to relate to others and to form affec- 
tionate relationships. Parents 'often blame themselves' for this probleft since 
it appears to be social and emotional in nature. They should be a^ssured from 
the start that they are not responsible for the child's appatent refusal to in- 
teract with the world. . ; • • 

the other problems presented by the child, problans that are firustrat|ttg 
and baffling to the parents ,^should_ be Interpreted as part of the syndrome 'of 
autism: These -include the blzarri responses to the environment, insistence 
: ^ . ; - S _ . _ , 

^ 10 



an snmohoBSj rittachmbnts to obJbctB^ doflclbht nrid uriiiniiril 1 ririRiiaKo ,v^ui ho 
forth. Prirehtfl of ton Rain some reassiirriricb ahcl cbiiifdrt In holrig told that 
otlior a^tifitic i:;hlldroh alidw the shmc Irioxpl Icablo nhcl UriHrttllriA hehavldfs 
ah<J, that other parejit/li have, to cope with many of tho^natrie prohlotns. ' 
Co 1 1 1 V c and Ad a p 1 1 v b Fu n c 1 1 d ri 1 h ^ b f t h e C44^ 14^ 

One df the moot difficult tasks of the InfortrilnR Interview Is giving the 
parents a cdmpreheha ive Interpretation of the child's level of functioning in 
cdj^hltivp arid adapt Ive areas . Parentif^ often tJiink tlm^ the cogntttvc impair- 
ment in only tentpdrary and once the other behavioral and entottonni prolilems are 
-improved, the child will suddenly become normal; They understandably question 
the validity df the fdrmal tests of Intelligence witii their child. this mis- 
conceptldh shduld be addressed at the start by ^actfi^lly telling tfie parents 
that the measures df intelligence (nsRumlng, of course, that reliable measures 
arc dbtained) are u-sually valid representations of the autistic child's cogni- 
tive functioning (Riittcr, 197^^. The parent often argues, that the low perform 
arice df the child stems primarily from negSivlsm rather than from in intrinsic 

i _ • - ; - 

cdghitivG defect: Although negativism and inattention certainly can Jo we r the 
performance of a given autistic chtld-» they don't play as significant a rdle in 
altering performance as parents think thev Ho. Often the child Hoes not perform 
because the tasks are too difficult. Studies Have shown that a Valid evaluation 
df even the most "untestabie" autistic children can be arccomplished if they are 
approac>ied with tests^appropriate to their developmental level. 

Parents often find the low scores on cognitive measures shattering to the 
iiiusions that they entertain about the autistic child's "true" intelligence. 
They often oveJest imate the child's intellectual pdtential becauise he -may have 
shown normal early motor development or cven^arly speech; he may also demon- 
strate certain isolated abilities, usually in rdte memdry a-nd visual-motor abil- 
ities^. the parentrS should be cautioned taat these abilities are misleading and 
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.•liibiilci riot ho. ofiiiatcd Qitti Roneral tntott igoncc . The ahilltiea that thfe autis- 
tic child Is moHt deficient Itt— (cqticoptaaj , reaaoningi and language skills — ; 

Mr • ; ■ ' s ■ . 

iuv tlio.so that arc Wont crltlcnl tfi tntclledtuhl furictibrilng and adaptation to 

liro^ •; 

t _____ _ _ _ _' _ . 

Dosplto thnir mlr.concopt tons about the autistic child's "trUe" IntelliT 

gorice or potential, parents of autistic children, as Schbpler (1976) has noted, 

<an often estimate accuratply their child's level of functioning In social, cog 

nitlvo, motor, and self-help areas. However, they frequently fall to*realize 

the long-range Implications of their child's Impairment in, these areas . In 

opening the discussion about the child's level of functioning, it often "breaks 

the ice" to have- the parents estimate the child's overall level of functiontni 

in terms of developmental age as well as performance in specific areas. This 

estimate can provide a starting point for discussion of the evaluative findings 

The findings should be presented in terms that facilitate understanding ot 

the child's general lev;el of cognitive or intellectual functioning, specific 

strengths and weaknesses, and probable educational and vocational potential. 

: ■ _ _ _ 

Certain terms glibly used by prof essibhals to convey the child's general l^vel 
of cognitive development and functibriihg are meaningiiss to most parents. To 
say that their child Is functioning within the "moderately retarded" or "severe 
ly retarded" ?ange Is not very comprehensible to most parents nor Is ^ Ini- 
tially acceptable to them to think of their child as retarded. 

In trying to gain' an understanding of their child's general level of cog- 
nitive functioning, parents frequently want to know the child's IQ. While IQ 
scares can be useful to the professional in evaluating the child's functioning, 
for most parents they have no valid meaning since the parents Usually do not 
understand the statistical assumptions necessary for Interpretation of a glvenr 
IQ. Further, there is a tendency for many parents to -^^lew the IQ as a fixed, 
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infallible index. In most cases, the professional can give the parents^ aji un- 
derstandable picture of the child's functioning without reference to the spe- 
cific IQ score. Some parents, however, insist on knowing the score ^ and they 
have a right to know it; the professional, though, has the responsibility to 
assure that the parents understand what the IQ means and what its limitations 
are. The parents should be told that the child's level of functioning 15 not 
determined solely by an IQ test and that other observations and reports cn be- 
havior (e.g., developmental accomplishments, adaptive skills, edtxcatidnal 
" achievement) are also considered. Parents should also understand that lOs 
vary from time to time -and from test to test, depending ou th^ reliability and 
validity of the particaiar test, 

If age scores, such as the Stanf ord-Binet Mental Age (for intellectual 
functioning) and the Vineiand Social Age (for adaptive and social functioning), 

T ■ 

are Interpreted. With caation, they can be us^ul in helping parents understand 
the degree of retardation In their child. These should not, however, be pre- 
sented as precise scores bat rather as approximatibris and ranges ("Johnny is 
furictibriing in many ways at about the level of an average four-year-old.") it 
should also be stressed that the mental age or social age represents an average 
of many: abilities and skills, s(ffme q£. .which may be relatively high or relative- 
ly low. Farther, it should be explained that the discrepancy between mental age 
and chronological age usually increases proportionately as the child grovs to 
adaithood. The child whose mental age is two years below his chronological age 
at four years will likely haVe a mental age foar years below his chrbnolo-feical 
• age at eight years. Parents can relate mental age approximations tb concrete 
behavioral accomplishments bf nbrtflal children at certain ages. 

Often a genetal level bf Cbgnitive and adaptive functioning is given tb 
the parents without further specif icnt ton. The autistic child, like any other 
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child, has relative strengths and weaknesses which parents should appreciate 

in order to effectively deal with and plan realistically for the child. the 

typical aatistic child is relatively good in visual-motbr , spatial, and memory 

skills bat quite deficient in conceptual and language iskills. This pattern^ 

however, certainly does not hold for^all autistic childrjen. The person pre- 

A. 

senting the findings should attempt to convey the child's own unique profile 
of strengths and weaknesses. In interpreting the^child's relative skills^ the 

informant can make the parents feel less threatened and more^receptive by 

- 

starting on a positive note. 

Age scores are preferable to standard scores in presenting a differential 
picture of the child's abilities. For example^ parents can readily understand 
the statement, "Johnny is about like an average six-year-did in motor skills 
but his language skills are at about the level of a three-year-old." As noted 
above, parents often place too much emphasis on isolated skills and 4° not 
understand what significance they may or may riot have for long-term adjustment. 
The professional should stress to them that language arid conc^eptual skills are 
much more potent predictors of later furictibriirig thari are visual-motor and mem- 
ory skills. 

The autistic child might also show sigriificant variability in academic 

skills. Grade scores are probably the most easily understood indices since 

they provide concrete pdirits of reference for most parents. Gaution should be 

exerted, however, iri interpreting the seemingly precocious reading skills demon 

strated by some autistic children since parents tend to surmise that these iridi 

cate high intellectual potential (Cobrinik, 1974; Morgan, 1981; Rimland* 1964). 

% - - - ^ 

Itt most cases, these reading skills represent rote perceptual analysis arid are 

uhaccompanied by any apparent comprehension. Cobrinlk (1974) has explairied ' 

these rote reading skills on the basis of the isolated facility fbi i^atterri 
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recbghitidh that many autistic children have. To ' these ' children , words may 
merely -represent complex spatial patterns that are - instantaneoasiy processed 
like subway maps. * ** 

The parents should be cautioned against viewing the indices reflecting the 
child's current level of functioning as limiting factors for behavioral change.^ 
For this reasbn, it is helpful to discuss in beh^ioral terms what the child 
can do in /lertain areas and what he might be realistically expected to do. It 
should be stressed. to them that, although the child is autistic^and has co^ni- ^ 
tive impairments, with effective edocatipnal and behavioral management tech- 
niques, he can le^rn to function higher in certain- areas , especially in self- 
^clp skills. ' 

The parents should also -understand that the evaluation is an ongoing pro- 
cess that should not end with the initial diagnostic study. In most cases ^ 
especially with young children, periodic re-evaluations will be needed to as- 
sess progress in certain areas as the child grows older. 
Long-Range E xfi&ctations 

Parents always want to know what the future fjblds for the child, that is, 
what they can expect from the child in terms of long-range educational and voca- 
tional accomplishments and adaptation to life. Reliable answers to these ques- 
tions about long-range ^xpecrations are difficult to provide. The only basis 
for answers is the available information we have on autistic individuals who 
have already reached adolescence arid adulthood. Fr^jP such data^'^we try to de- 
termine those characteristics that appear to be associated with long-term im- 
provement and adjustment. These ariswers, however, should be presented to the 
parents in tentative terms because many of the* individuals studied , especially 
tliose who are now a^ts, did riot have theO^enefit of the intensive early ^treat- 
ment ahd educational programs riow available in some communities. 



The parents shoaid be given a caatioasiy phrased statetnjfet regarding 

prognosis for autistic children i The parents ^ooid understand that^in most 

_ 9 --^ 

cases autisiTii is a severe^ iong-Cerm disorder an.d that the iikeiihood of an 



.autistic individual achieving completely independent adjustment, even as an 
adult. Is small. A recent review of all follow-up studies_^>ff^ut istic chil- 



dren revealed that only five to seventeen percent of all children eventually. 



achieved a "good outcome*^ which meant that their social life was near normal 
and their school or work performance was satisfactory (Lotter, 1978). On the 

ottier hand, sixty-one to seventy-four percent of foxrmerly autist fc children had 

-- * , ^ • 

*Very poor outcomes" ^ which meant that they were incapable of leading any kind 
of independent lif e . . 

The evaluation findings on the child should also be interpreted in' light 
of factors that are associated with later adjustment of the autistic individ- 
ual. Two of 'the strongest predictors have to do with language arid measured 
intelligence (Kanner^ Rodriguez^ S Ashenden^ 1972| Lottery 1978; Morgari*^ 198i). 
The use of lariguagc for commuriicat ion before age five or six has beeri found to 
be a crucial prdgribstic sigri iri most studies. The child who displays some furic- 
tidrial speech by this age starids a charice to achieve some adjustment; the child 
wtio is mute starids very little charice. The measured intelligence of the young 
child is also predictive of later furictidnirig. The higher 'the IQ, the closer 
the child will approach normal adjustment. The same rule, of course, holds for 
typically retarded^ children. While autistic children differ in many respects 
from most retar^d children, it appears that they, too, represent different 
levels of functional intelligence. 

There are other factors .related to prognosis that should be kept in mind 

when helping parents form realistic expectac-ions . Seizures and other signs of 

^ .. 

neurological dysfunction or. damage are correlated with severity of retardation 
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and long-term impairment in autism (Letter, 1978) i The play activity of , the 
child serves as another prognostic sign; If the child plays apprbptiateiy with 
^oys before age or so, the prospects for later adjustment are better 

(Brown^ i960). The severity of the early s^TTiptonm shown by the child also is 
associated with later -adjastment; the more pronounced these symptoms, the lower 
the response to treatment and edacational programs. 

In interpreting these prognostic sign^ t^ parents, one should try to help 

/ 

_ 0 4- 

the parents achieve a balance between realistic expectations on one hand a^td 
strong motivation to improve, the child's condition on the other. The factors 
summarized above should not be presented as final answers to questions of long- 
term prognosis for the autistic child, nor should they be regarded as infallible 
predictors of success or failure. If this occurs^ we may lead t"Be parents into 
the web of self-fulfilling prophecies. The five-year-old child with no language 
and an IQ of less than forty should not be summarily written off as hopeless and 
relegated to life in an institution. The prophecy that the child witl never 
adjust will, of course, be fulfilled if the parents throw up their hands in hope- 
lessness and neveri^give him a chance ih various treatment ^nd educational pro7 
grams. In fact^ it should bfe emphasized to the parents that one favorable prog- 
nostic sigh is their willingness to commit themselves to a systematic behavioral 
program in which they play primary roles (Ldvaas^ Koegel^ Simmons ^ S Ldng^ 
1973). And the earlier such a program is started ih the child's ll^e^ the bat- 
ter chance he has for later adjustment. > 

Ih phrasing predictions, one can be realistic and still s^ow regatd for the 
feelings of the parents. Parents ate less likely to be upset by, and more likely 
to accept, predic.tions phrased in positive rather than negative terms. The 
statement, "We feel that Johnny will be able to learn some useful speech and 



basic self-help skills," is much more palatn'^le and no less realistic than the 

1? 
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dismal forecast ^ '^Jbhrihy will never learn high-level .language or be folly in- 
dependent in taking care of himself;" - 
Dealing with Etiolog4 cal Quest io as-^nd i^eacitons to Diagnosis 

After being told that their chil-d is autistic, most parents understandably 

I V . * ._ / 

ijant to know why he is that' way. In most cases by far, the cause 'will not be ' 
definitely known, even though extensive diagnostic studies are done. If there 
appe^s to be a clear^cauise (e.g., Rubella syndrone. Fragile X\syndrome) ^ then, 
the fjarerits, ol course, should be informed of it. Despite the abseTfae of a 
demonstrable cause, one should assure the parents that most research findings 
would strongly in<iicaS*e^hat the parents are not the causal agents- The parent 
should be told that although the cause of autism is not clearly known in most 
cases, there is an overwhelming body of evidence suggesting that -It is probably 
the result of some neurological defect that might be caused in various ways- 
Assuring the parents that they di4_not cause the disorder will help them deal 
more realistically with feelings of responsibility and guilt. ^ ^ 

Although etiological factors are ccTtainly important in research and pre- 
vention, little is usually accomplished by speculating at length wit^h the par-- 
ents on possible causes of their child's auti§Tn. Once alleviating the parents' 
guilt by dispelling the notion that they caused the child's condition, the pro- 
fessional can be of greater aid by concentrating on the child's current func- 
tioning, the factors that continue to contribute to his handicap, and realis- 
tic plans for helping him."^ . ; 



Aside from guilt reactions over their presumed role tn causat ion ^ ; parent s 
show a variety of reactions upon being told for- the first time th^t their child 
is autistic. Man^^parents respond reallstslcaliy; , others are justifiably defen- 
sive. One of the most common initi^a c^Hfonses 'is that of denial. . The parents 
may bpenly reject the idea, that their child is different, even in the face of 
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bverwhelmihg evidence for autism: Others ostensibly accept .the diagndisis but^ 
privately cling to the belief that ribthirig is wfbrig and that the child will 
outgrow the problem. In these c^ses o^f denial, it will take time and 'often 



subsequent cduhselin«> biefbre the parents can realistically accept the fact 
that the <^^ild has autism arid that it is a severe handicap that will not dis- 
appear with time. \ . , 

- The atmbsphere bf the initial cburiselirig session should be such that the 

paTerits feel free to express their feelings and reactions. In/ addition to 
guilt arid deriial, parents may show such reactions as depression, loss of self- 
esteem, project ion of blame to others, and ambivalence. Often the professional 
present irig the diagnosis becomes the target of the parents' frustrations and 
perit-up an^er over previous experiences with professionals. Such reactions 
should be viewed as natural and not taken as personai .,aff rontg. In an acceptant 
atmosphere, the parents' feelings can be recognized and: openly dealt with to 

avoid later difficulty, and the need for farther counseling can be better de- 

^ * _ _ _ 

tcrmined. The encouragement of the expression of feelings, however^ should* 

_l . • ___ ' ^ - _ '- 

be; dan e with sensitivity and discretion. To some parents, the hearing of the 

diagnosis and its implications serves as confirmation bf what they had' sus- 
pected or acknowledged all along; and they attempt to accept the firidirigs real- 
istically with few emotional defenses. These parents^ while cbmpreheridlrig the 

findings, might contain their emotions during the irifbrmirig sessibri. Prdfes- 

_ , 'X :• 

sionals^should accept these reactions as apprbpriat'e arid should not view the 

session as a fiiilurc if iriterise feelirig-s are ribt , expr es sed . \ 

ReconiTicndat ibris for Treatmeht arid Edu<:na t ibri , 't 



,In his article on cburiselirig parerits bf autistic children, Schopler (1976) 
calls atteritibri tb the traditibnal cbnflict in roles between professionals an^ 
parent:- — a cbriflict that interferes with effective treatment of the autistic j 



f 



chiid. The professionai has traditionally assumed the role of the "authbrltjj 
giving the "expert** icnbwledge but remaining detached from the tespdris ibility • 
for Che child's day-to-day problems. In contrast^ the parents have tradition- 
ally had the responsibility for rearing th^ child and mating his everyday 
needs. Schopier advocates a merger of these tv7b roles. Most parents are ex- ^ 
pprts about their o\m child and can provide val'id aricj usieful inf dtiiiat ion to th 
professional. They can also contribute ac4:ively to the ' treatinent and edaca- 
Cion of the child, instead of leaving such foari^ctidus completely in the pxofes- 
stmal's hands. the professional^ in turrtj shbUld share some of the responsi- 
bility and ''accountability" for the child's averall welfare and should work to 
assure that ^prapriate treatment and special educational programs are avaxl- 



l 

able in the community. 

Regardless of the amount of specialized attention given the aut?istic chiL 

by professionals, any treatment or Educational program is futile without the 

■t - : - 

cooperation and involvement of the parents. As noted above, those autistic 

children who show the most lasting and generalized bmefit from behavior modif 
cation programs are those whose parents are willing to apply treatment at home 
Further, such home treatment is much more effective in improving the child's b. 
havior if it begins wheS the child is quite young. Rather than being excludei 
from treatment' programs, then, parents are becoming more and^ more the primary 
tlveraplsts for their child^,^ 

The professional has the responsibility |:b prbvide current information on 
the ef f ectivenesB of various treatment and educatibnal ptbgrams available to 
autistic children and their parents. Despite the claims bf the more ardent 
practitioners of different therapies, there appears to be no "cure'* for autism 
The paroncs shoufd be cautioned about treatment programs that offer quick cure: 
or substantial improvement through special diets and so forth. Such claims 
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of fet^ false hopes to pargnBs who are often desperate arid vulnerable to exploita- 
tion. One should be prepared; then, to respond to que§t ions about • these ap- 
proaches and should share information based on current research. 

Question^ are often asked about the effectiveness of drugs ancT special . 
diets in the treaSlint of autism. Although a number of different drugs have 
been tried, norfe has eliminated the basic symptoms of. autism. Some^ however ^ 
have been hfeipfui in partially controlling some of the problems sdnietimes found- 
in autistic children, such as hyperactivity^ distract ibility^ Istereotypic be- 
havior, and sleep disturbances (Campbell, Geller, S Cbhen^ 1977; Orhitz & Ritvd, 



i"^76). These drugs generally are employed ^en behavioral treatment has proven 
to'be ineffective by itself; in all cases, drug t her ai>^ should be recommended 
only as an adjunct to other treatment programs. 

Parents are drawn, tbo^ toward special diets or vitamin therapy for the 
child. Although some researchers (e.g.* Rimland^ Callaway, S Dreyfus, 1978) 



have reported that some autistic children, particularly the 'Classically autis- 
tic ones, show improvement in behavior with high doses of single or multiple 
vitamins, the results are ^till far from conclusive; and further research is 

needed to establish the effectiveness of such treatnrent.^ Too often, parents 

^ 

initially viev; these approaches as panaceas but later are severely disap- 
pointed with the dutcbmes. ' 

Parents should also be informed that traditional psychoanalytic and "play 
therapy^^pproaches have been ineffective in the treatment of autism. In fact, 
such approaches are-^not at ail correlated with later adjustment arid cbrisume 
time and effort that could be directed toward more productive programs. 
^ By far the most effective treatment programs 'that can be offered are thdse^ 
that flexibly incorparate recent research findings and proven tiechniiques into a 
cdmpre.hunsivc whole-^a whole that .includes tested principles of behavior modi-' 



f icatidh and sj^ectai educat±5n; parental' cbujiselihg and partlclpaCicjii ; useful 

diagnostic methodi, and treat^ient that peirvad'es the child's tot^l life; -Fof- ^ 

the pre-schbol autistic child; th^ appllc^tldri of bihavibr modification prin- 

ciples by parents has been sh8wn to be effective andrenhances l^ter adjusts 

tnent.' it is critical^ then^ that parents learn^^havlor mariagettiettt techniques 

that can be applied home as early as pcjssible in the child's li^e. One of 

\ 

"the crucial featute^ of Parents who are fost successful in helping thei^ ^HiW 

is a willingness to apply str5ng,. tangible consequences, sucfi food and 
spankings, to the child's behavior ^ovaa0* Koegei, Simons, & X,dng, .19735 , 
Such parents, also Reject the notion that their child is "ill"; ifi^^tea^^ of 
treating him as a.si^^k person, ^they place demands on tu'm and ar^ i^iiliug to 
commit a iriajor^ pa^t of their lives to their child and the daily in^nagement of-;, 
behavior contingencies for him. 

* Once the child Ifc'cbmes eligible (in ^ome states this ±s at fou^ or five ; 
years of age), the parents should pursue, with the help of the prc^ Sessional, ^ 
appropriate special educational programs ^nd community" based tr^atmeat programs 
Such programs represent the most effective means of teaching th^ autistic child 
adaptive, language, social, and other skijls. The TEACCH (Treatment and 
Education of Autistic and related ^oramanications handicapped CUildi-en) program 
in Nc5^th Carolina ±s a good -eiample of a program that provides ^ comprehensive 
■educational and tte^ttnent servica to autistic chll^dren and thel^ patents. Un- 
fdrturiately^ most communities do not have such specialized services ^or the au- 
tistic child. The professional, then, should help the parents xa i^itiE the 
most appropriate special eaucation Progtaifl available in the cotngufftty • ^ 

The initial Informing session usually conveys a substantial amount of di- 
verse Information, some of which might Ue difficult for parents to understand 
and accept in so' short a period of time. Invariably, questlons^and problems 

'i 
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emerge after this session. The prof essitrvals coriductirig the session should 
assure the parents that they will be available to answer questions and provide 



fdlldw-up counseling as neededi 

burin^the initial sess^n,the parents^ should be strongly encouraged to 
jdin^the local lociety for Autistic Children (if one is available) and the ' 

National Society for Autistic Children (NSAC) . The Sdciety^an offer 

t - * - ' 

invaluable support ^o th^ parents and family as well as furnish usefat infortag^- 

, ' __/_ 

tion.on autism:. Because of the very special and demanding problems that they 
confront every day, parents of autistic children often share a deep kinship 
with one another. Parents Who have had experience in rearing an autistic child 

can lusaally establish ready rapport with paferits coping with the:^ initial di^g- 

• - , 4 

nosis and' can bf>fer effective and ilealistic support. Membership in a parents 

organization will also al^low the parents to participate Iji development of better 
comtnonity facilities for autistic children and in promotion of greater public 
awareness and acceptance of autism. 

In counseling parents , brie should consider the impact of .the autistic child 
not only on the parents but on other members of ^e family and on the family 
system. Because of urgent demarids presentoi by the typical 'autistic child^ 
patents sometime^ focus all of their attention on Mand neglect the needs of 
their other childreri. As noted abovfe, ^counseling of siblings is often necessary 
to aid them in ' real ist icaliy understanding and accepting their brother's or sis- 



ter's conditidri. Further treatment, offere^l either individually dr to the fam- 
ily as a whole, may also be needed to help siblings and dther family membeifs 
deal CQristructively wit,h Vtieir feelings toward the autistic member and his in- 
fluerice on family relationships. - ' v 

Autismis the most bafflihg behavidr disorder df children. Parents and 
family of the auti.stic cl^ild have to deal with frustrations that usually ex- 
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c'eed those associated with other childhood dlsordei:?; Piof essiorials engaged 
in the diagnosis and evaluation of 'the autistic c^ild sh5uld acknowledge that 

^ven the most intensive of studies are of little ^ue unless the pareht;§ ' 
understand 'the diag.ioitl£ finings artd their impitc^tions.- The same pro- 
fesslsnal concern an<i thoroughness shown in the evaluation should be applied 
to the initial counseling' of the p^^rents and other family members. Such court 

• seling should help the family ta^^e a srgnlficant fir^^t <step toward gaining a 
better understanding and acceptance of the autistic child in their ht^me. 
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